This article describes the adaptation process of the Quality of Life Indicators guide for organizations that support people with autistic spectrum disorders which has taken place in Argentina (Cuesta, J. L., 2009) using the Delphi method, and with the participation of a group of autism-related experts from different fields and domestic institutions. The result is an instrument based on a quality-of-life model which is adjusted to the Argentine setting, helps planning and assessing centers and programs for people with autistic spectrum disorders, and responds to the increasing number of specific services which cover the needs of this population. Key words: autistic spectrum disorder, quality of life, organization and management.
INTRODUCTION
Nowadays, the search for quality of life is a referent for the design and development of organizations which assist people with disabilities. 1 People with autistic spectrum disorders (ASD) and their families require socioeducational and health services covering different fields and moments of life-cycle, and given the differences i n t h e i r d e v e l o p m e n t a m o n g countries, tools are required which make it possible to assess whether they comply with the requirements which ensure their specificity and specialization, and guarantee quality of life.
On trying to introduce the concept of quality of life to entities which i n c o r p o r a t e A S D p e r s o n s , i t i s observed that this population exhibits great communication problems, often reflected in their inability to express their needs, wishes, level of satisfaction, physical or emotional conditions, in summary, to share information about themselves, basic issues which might allow an assessment of their quality of life. [2] [3] [4] [5] [6] [7] [8] [9] [10] [11] [12] It is on these difficulties that lays the need for instruments to guarantee that these organizations, as well as the interventions they offer, promote and assure the highest quality of life.
In the face of this situation, the research sustained that, while not leaving aside the use of scales or instruments to evaluate the subjective dimension, i.e. the person's own perception, it was specially important to emphasize the objective dimension as a way to assess and promote quality of life. Such issues, along with the difficulty in determining quality of life from a subjective perspective i n p e o p l e w i t h A S D , m a k e t h e validation of indicators which tend to promote certain conditions in the ASD person's environment particularly necessary. [13] [14] [15] T h e i n t e r v e n t i o n s e t t i n g o r environment itself should foster p e o p l e w i t h A S D ' s p e r s o n a l d e v e l o p m e n t a n d m a x i m u m participation throughout their lives, as is set forth by one of the main referents for disabilities, the International Classification of Functioning, Disability and Health. 13 This work was the result of the need to have a tool which, adjusted to the Argentine setting, helped plan and assess how much institutions and programs were improving people with ASD's quality of life. Besides, this need arises from the results obtained in different studies which were carried out in Argentina and showed an increase in autism prevalence, in line with other international studies findings: 4.5 cases per 1000 births; 16 4.8 per 1000 17 and 14.6 per 1000. 18 After a revision of the quality-of-life assessment instruments already in use, it was proved that most of them had not been designed for people with ASD, [19] [20] [21] [22] and only one specific instrument was found: the Quality of Life Indicators Guide for organizations that support people with autistic spectrum disorders. 23 Using the Delphi method, 23 this tool was designed and validated in Spain, based on the contributions of the most important ASD research referents [24] [25] [26] and the best practice guidelines, 11, 27 and with the consensus of a group of 12 experts in autism, who belonged to different support services of various representative domestic organizations. Aiming to ensure maximum representativity, these experts had different professional profiles and backgrounds, and a minimum experience of five years' work with people with ASD of different ages and function levels.
The Quality of Life Indicators Guide provides an assessment instrument to work with from an objective perspective, which takes into account contextual factors related to organizations and services integrating ASD individuals, and which may significantly affect, directly or indirectly, their quality of life.
The instrument includes 67 indicators which are pooled in six fields: 1-Quality regarding the person, 2-Identification of their needs, creation and compliance with personal development plans, 3-Health care providers' training, 4-Structure and organization, 5-Personal, material and spatial resources, and 6-Relationship with the community/social outreach.
Each indicator features four evidences, four tests which help observing and making the indicator quantifiable, and certifying its compliance or non-compliance, with one single, objective assessment criterion for all evaluators.
The guide design makes it suitable to be implemented in different centers, support services and cultural contexts, since it focuses on evaluating aspects considered common, regardless of people with ASD's age or the type of service they receive. Besides, the assessment is presented in a flexible fashion and the use of an indicator is not required if the evaluating group judges it irrelevant.
The general purpose of the research dealt with in this article is the adaptation which has taken place in Argentina of the Quality of Life Indicators Guide for organizations that support people with autistic spectrum disorders.
METHOD Selection of a research method
The Delphi method, 28,29 a consensus technique within a qualitative methodology, of the kind of in-depth group interview, was chosen to achieve the purpose of the study.
This tool was used in order to achieve consensus through the participation of a group of experts specialized in different aspects of a same field, so as to ensure a deep analysis from different perspectives and focus the attention based on different proposals. [30] [31] [32] In comparison to the physical meeting of groups where experts are invited to personally make their contributions and interchange opinions, anonymity, controlled feedback, independence, group representativity and data and researchers triangulation can be mentioned as strengths of using the e-mail. 28, 29, 33 Creation of the group of experts
In this work, 28 the Investigator assumed the role of a participating observer, thus integrating himself to the group of participants, and made contributions and proposals in addition to the consensus process of the whole group. 28 The experts panel mission was to review the indicators guide in different phases, aiming to adapt the terminology, ensure the representativity of indicators and evidences, guarantee the objectivity of the evidences, and contribute any suggestion or proposal they judged necessary in order to improve it.
The group of experts was selected by the project coordinators and authors of this article, in accordance with the following criteria: l Having worked in the field of ASD, with more than five years of experience and a solid reputation. l Representing various disciplines related t o ASD, and b eing ab le t o cont rib ut e complementary perspectives. l Representing different geographic areas.
Based on these criteria, it was decided that the group of experts be formed by ten professionals from universities, therapeutic education centers, centers of research and treatment of people with ASD, special education schools, and from the following locations: Autonomous City of Buenos Aires (CABA), West region of Province of Buenos Aires, North region of Province of Buenos Aires, Río Negro and Mendoza.
T h e e x p e r t s w e r e r e p r e s e n t a t i v e o f complementary disciplines, all of them related to autism: Psychology, Phonoaudiology, Psichiatry and Education. Experts with well-known experience in the different evolution stages and diagnostic fields, direct intervention, family support, health and research were included.
Instrument of reference
As it was described above, the instrument of reference for the research features 67 indicators which are assessment measures useful to improve results. Their measure is significant and interpretable, and data can be easily collected. 23 
Procedure
In 2015, TEA Foundation (Buenos Aires) initiated the adaptation process with an exploratory phase during which, after the experts group formation, the 1 st version of the indicators guide was prepared, which allowed the initiation of the methodological sequence of three rounds or e-mail submissions 30 through which a qualitative revision was made and the linguistic adaptations agreed upon (see Annex 1).
The 10 experts contacted initially participated actively throughout the whole process.
Upon reception of each of the submissions, the proposals were analyzed and those proposals with higher consensus were incorporated. Each submission started with a personalized answer to each expert explaining how their contributions had been considered, and including general information for the whole group regarding the contributions which had obtained the highest consensus.
First submission
The purpose of this round was to review and perform the qualitative adjustments the experts judged important based on the 1 st version of the indicators guide and its application methodology. The whole group agreed on the definition and model of quality of life, which justified the guide structure in the representativity of fields, indicators and evidences, and on the tool application methodology.
Second submission
The function of the panel of experts was to revise the terminology of the indicators guide content.
The most significant contributions helped adjusting or replacing some expressions which made it difficult to properly understand indicators and evidences. In addition, the denomination of terms referring to professional profiles mentioned in the guide was adjusted, and some concepts regarding the intervention with people with ASD were either replaced or clarified.
Third submission
A l l t h e r e p o r t s o b t a i n e d s o f a r w e r e summarized in this last stage, and an iterative consultation with the experts was made about the final guide version and its application methodology. At the same time, experts were consulted about the convenience of adapting some of the concepts submitted by the group, which, though lacking a high level of consensus, had been regarded by the coordinators as important enough to be reconsidered.
VALIDATION PROCESS RESULTS
The resulting Quality of Life Indicators Guide (see Annex 2) features 67 indicators, since neither the number was modified regarding the original version nor the fields in which they are grouped.
This guide is regarded as responsive to the organizations' support and conditions (planning and assessment of programs and services for people with ASD) necessary to improve the individual's quality of life.
Each indicator features four evidences assuring its realization and objectivity, regardless of the context or the evaluator (see Table 1 ). Some term adaptations from the Spanish version were made.
One of the results of this work is the Application Manual, which complements the Quality of Life Indicators Guide, and enforces its implementation, subject to consensus, by a consultant team which strictly guarantees not only that the objective outcome variables be taken into account, but also the most relevant subjective outcome measures which may affect the individual's participation settings. 23 Once in the organization, the evaluating team, formed by an external evaluator who is in charge of the Service, a relative and, whenever possible, a person with ASD, will verify each of the indicators through the evidences.
The guide includes a software (OTEA) which automatically processes the input received and reports the global score by means of a graph which helps interpreting the organization status e260 / Arch Argent Pediatr 2018;116(2):e257-e266 / Special article regarding each indicator. 23 The process ends with the creation and submission of a final report (in parts) which includes general observations, indications about which aspects should be taken into account to improve the quality level, improvement guidelines, and a revision date, if necessary.
DISCUSSION
This work describes the adaptation and validation process of the Quality of Life Indicators Guide for organizations that support people with autistic spectrum disorders which took place in Argentina.
Not knowing exactly which is the purpose of the assessment to be performed, and therefore, not using the most suitable systems is a common mistake whenever a research on quality of life is carried out. 34 In this particular research, when trying to assess the programs and services, and their adequacy for the persons who receive them, recurring to objective indicators is the correct thing to do.
The newest quality-of-life assessment models are based on a multidimensional vision which embraces all the areas, aspects and fields of a person's life, and features an objective perspective regarding contextual measurable conditions, which themselves help the person live a better life. 1, 3, 8, 15 
CONCLUSIONS
The group of experts participating in the validation of the Quality of Life Indicators Guide in Argentina has regarded it as a valid instrument within its context to assess the impact of the services on the lives of people with ASD who receive them.
This tool is presented as a necessary resource for the multiple institutions which offer services for people with ASD in Argentina, as a reference for those who would like to address the challenge of implementing models based on quality of life, and as an incentive for all those who dream of and dare approach new ways of improving the quality of the support received by people with ASD.
The stage to complement the guide adaptation process in Argentina would be its dissemination through and implementation by different organizations in order to establish its reliability and consistency. At present, this project is under development. n Table 1 . Example: Indicator 9 evidences Indicator 9: The person with ASD and his/her guardian participate in the planning, execution and assessment of their individual development plan.
-Evidences:
l There are participation and expression channels of people with ASD and/or their representatives in relation to the individual development plan. l The persons involved received support in order to select options and make decisions. l Personal aspirations or expectations, preferences and interests are analyzed and taken into account. l Activities are adapted and structured in order that they guarantee their realization in the most autonomous possible way. 
